authentically and equitably involve children and their caregivers in decisions that impact their health outcomes. [1] [2] [3] [4] The Children's Hospital of Philadelphia (CHOP) has long engaged patients and families in efforts to improve children's health and healthcare. The institution's commitment to family-centered care (FCC) is grounded in the understanding that each child is inextricably tied to a family system, the entirety of which is impacted by a member's illness and contributes to his or her healing. Patients and families are experts in themselves and their loved ones. Thus, the optimization of healthcare safety, effectiveness, experiences, and efficiency can only be achieved through collaboration with patients and families. Further, the continual discovery and implementation of the best healthcare approaches requires that families are fully engaged agents for change. 2, 4, 5 One of CHOP's institutional goals is to integrate the principles of FCC into all aspects of the healthcare delivery system. The system strives to ground its full array of services in mutually beneficial partnerships Involving Family Advisory Councils in decisions that impact pediatric healthcare demonstrates hospitals' commitment to centered care. Yet, reliance on advisors as the sole source of family input has several limitations: s impedes the council's capacity to address emerging concerns in a timely manner; feedback obtained engaged family members may not represent the perspectives of "typical" patients and families; advisors provide feedback in a reactive manner and are generally not equitably involved in problem identification or the initial development of solutions. In recognition of the need to strengthen and advance family partnerships, the Children's Hospital of Philadelphia made significant structural and operational changes to advance and expand the family centered care model. The Family Partners Program, a component of the broader family centered care wide resource that enables practitioners, researchers, and healthcare leaders to collaborate with trained family representatives. This paper describes the Family Partner Program infrastructure; approaches to recruiting, onboarding, training, and mentoring parents and caregivers; and the many ways that Famil Partners promote the core principles of child-and family-centeredness in clinical care, quality improve, and research Patient and family advisory councils, pediatrics, family centered care, patient experience centered pediatric healthcare systems authentically and equitably involve children and their their health The Children's Hospital of Philadelphia (CHOP) has long engaged patients and families in efforts to improve children's health and healthcare. The centered care (FCC) ing that each child is inextricably tied to a family system, the entirety of which is impacted by a member's illness and contributes to his or her healing. Patients and families are experts in themselves and their loved ones. Thus, thcare safety, effectiveness, experiences, and efficiency can only be achieved through collaboration with patients and families. Further, the continual discovery and implementation of the best healthcare approaches requires that families are integrate the principles of FCC into all aspects of the healthcare delivery system. The system strives to ground its full array of services in mutually beneficial partnerships among patients, families, practitioners, scientists, and healthcare leaders.
CHOP is committed to the following FCC principles:
• Notwithstanding the advisory councils' accomplishments, the frequency of council meetings (usually monthly) limits opportunities for obtaining YAC/FAC feedback, which is especially problematic for time-sensitive projects. Another limitation is that advisory councils' feedback reflects the perspectives of a relatively small number of parents and youth who may have limited knowledge of the healthcare needs and experiences of some patient/family subgroups. Councils' size constraints also provide few opportunities for parents and youth to contribute to healthcare system improvement. In addition, FAC and YAC members are generally asked to provide feedback about policies and programs in a reactive manner. That is, they review policies and programs that have been conceived, planned, and sometimes even developed without sufficient family and youth input.
The provision of FCC requires that patients and families are proactively involved "early and often" in the identification of high priority initiatives and in program planning, initiation, and monitoring. Lastly, whereas advisory councils have historically focused on the operational aspects of healthcare (e.g., patient flow, parking, meal offerings), FCC-focused systems should enable patients and families to inform the full array of policies and programs that impact their healthcare. Thus, to fully integrate FCC into the full range of healthcare system activities, it is important to move beyond the advisory model and to establish partnerships with patients and families that proactively inform the planning, delivery, and evaluation of hospital operations, clinical care, quality improvement, and research. As FCC and patient/family engagement frameworks evolved, CHOP leaders recognized the need to strengthen the institution's family partnerships. In response, structural support and resources were provided to promote a hospital-wide, FCC model. During the initial telephone call with the candidate, the Program Coordinator describes the various roles that Family Partners play in the promotion of FCC. In addition to providing the candidate with preliminary information about the program, the call provides an opportunity for the Program Coordinator to learn about the candidate's experiences, skills, and resources that may enable her to contribute as a Family Partner. Next, the candidate is invited to an in-person meeting with the Program Coordinator and a Family Consultant. During this meeting, the Family Consultant describes the program's mission, philosophy, activities, requirements, and benefits. This information enables candidates to make an informed decision about their readiness, willingness, and capacity to contribute to the program at the present time.
The Family Partners Program Infrastructure
Candidates are additionally asked to share their child's healthcare experiences and their reasons for joining the program.
After the in-person meeting, most candidates proceed to the next stage of the onboarding process. A small number of candidates withdraw from the program because of schedule conflicts or because of insufficient time to meet program requirements. Other conflicts include candidates who display a high degree of emotional vulnerability during the interview, or candidates who express a motivation for joining the Family Partners that may be misaligned with the program's mission. In these instances, the program staff carefully considers how to proceed with the candidate.
Emotional Vulnerability. Sometimes parents' emotional response to questions involving their child's health and healthcare indicates that Family Partner activities may overwhelm their coping or healing capacities. When this occurs, a Family Consultant openly shares these concerns with the parent and describes the program's approach to offering vulnerable parents opportunities to contribute in ways that are likely to minimize the re-experience of stress and trauma associated with a child's illness. Importantly, emotionally vulnerable parents are not excluded from the program. Instead, they are offered opportunities to increasingly engage in the program over time with special assistance and support from a Family Consultant.
Sometimes candidates who appear emotionally vulnerable insist that they are ready to contribute to the Family Partners Program. In these instances, Family Consultants may accompany a parent as they observe a new employee orientation session during which experienced Family Partners share their personal stories as a vehicle for teaching about FCC principles (further described below). After observing the presentation together, the Family Consultant encourages the candidate to reflect on her emotional reaction to the presentation and consider whether she is ready to take on a similar role. Once parents join the program, the pace with which they progress toward more advanced Family Partner roles and responsibilities is informed by their emotional readiness.
A practitioner who cared for her son before he passed away referred Jackie to the program. Three months after her son's death, Jackie contacted the program Coordinator and expressed an interest in volunteering as a Family Partner. During her initial meeting with a Family Consultant, Jackie became very emotional each time she spoke about her son. The Family Consultant openly expressed her concern for Jackie, noting that some Family Partner activities elicit strong emotional reactions especially among grieving parents. The Consultant suggested that Jackie attend a presentation given by another Family Partner to gauge her own readiness to engage in similar activities. The Family Consultant accompanied Jackie to the presentation. Afterwards, Jackie told the Family Consultant that she was not yet ready to share her family's story as the Family Partner had. Since then, Jackie has remained engaged with the program by periodically providing feedback on written communication intended for families. Recently, she began working with a Family Consultant on developing a presentation that she will deliver at an upcoming new employee orientation session.
Misaligned Missions. Sometimes a candidate's primary motivation for joining the Family Partners is inconsistent with the program's mission and goals. In these instances, a Family Consultant will discuss this concern with the candidate. Together, they explore whether the parent's desire to affect change in the healthcare system can be gratified through participation in the Family Partners program.
Mrs. Smith was self-referred to the Family Partners program. She wanted to join the program to increase the healthcare system's awareness of her child's rare condition. She met with a Family Consultant who reviewed the program activities. The Consultant emphasized the program's orientation toward promoting the core principles of FCC. Following these discussions, Mrs. Smith told the Family Consultant that she did not think she could accomplish her goals through participation in the Family Partners program. Following this decision, the Family Consultant arranged a subsequent meeting during which they identified a national advocacy agency focused on her child's condition. Mrs. Smith is now an active contributor to the advocacy agency.
Onboarding and Orientation. New Family Partners are assigned a Family Consultant who acts as a mentor, supporting them for as long as they are involved in the program. At this stage, the Family Consultant assists the Family Partner in navigating the onboarding and orientation process. New Family Partners are required to attend a two-hour orientation session that provides a 3-part overview of program policies, requirements, and opportunities:
1. Family Consultants review the core FCC concepts using illustrative examples of the principles being upheld or violated in various hospital contexts. 2. Experienced Family Partners describe the many roles they play across a wide range of hospital settings (described below). 3. New Family Partners are introduced to the practice of family story telling as a means of demonstrating the principles of FCC (further described below).
Family Partners are provided with a "new member training guide," which provides detailed information about program policies, roles and expectations, and activities.
Institutional requirements. To ensure the protection of CHOP patients and families, the Family Partners are required to:
1. Obtain child abuse clearances 2. Pass criminal background checks 3. Provide records of current immunizations 4. Complete a series of online training courses on topics such as patient privacy, the Health Insurance Portability and Accountability Act (HIPAA), fire safety, and responding to medical emergencies.
Once Family Partners meet these requirements, they are issued a security badge and email address, both of which are needed to navigate the CHOP system. Family Consultants use their own experiences to help provide context for Family Partners who are completing an activity for the first time. When Family Partners are asked to give a public presentation, the Family Consultant helps to define the setting and audience that will be present, so that the Family Partner can properly tailor the content of the presentation. If a Family Partner is attending a committee meeting for the first time, the Family Consultant will provide information about other committee members, as well as the structure of a typical meeting.
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Janet was asked to join two committees in the hospital. She was a seasoned speaker and Family Advisory Council member, but never served as the family voice on a hospital committee. In advance of the meeting, Janet expressed concerns about not having clinical expertise and feeling "out of her element." In order to address these concerns and increase her comfort in participating at this meeting, it was essential for the team to inform of her of who would be at the table, why they were gathering and the contributions that she would be able to make. It was further emphasized that while she was not a clinician at CHOP, she was an expert in her child and her child's healthcare experience at the hospital. Once she started to present her feedback in the meeting, she realized the committee members valued everything that she was sharing and looked to her at each meeting to provide the critical family voice to their work. Debriefing. Although it is not always possible to do so directly after an event, Family Consultants provide Family Partners with prompt feedback after presentations and the completion of other activities. The debriefing process serves multiple functions. First, it allows the Family Consultant to assess the emotional state of the Family Partner (e.g. inquire about an occurrence during a presentation that might have triggered an emotional response). Second, debriefing gives the Family Consultant and Family Partner time to assess the presentation and discuss successes and areas for improvement.
Family Partner Activities
As models of FCC have evolved so too have opportunities for Family Partners to impact CHOP projects and policies implemented in a variety of hospital contexts. Family Partners' activities are mapped to a "continuum of engagement," ranging from those that require occasional contributions (e.g., document review) to the full-time leadership position held by Family Consultants. The specific requirements, tasks, and activities associated with each level of engagement are presented in 
The Family Partners Program Operating Principles
As described above, Family Partners contribute to a wide range of activities. They participate in one or more activity according to three programmatic operating principles:
1. Aligning expertise, experiences, and interests. based on informed decisions that best match individual's expertise and experiences with opportunities for involvement. This includes obtaining a thorough understanding of the strengths of each candidate as they are asked to complete early tasks (e.g. reviewing hospital policy), observing candidates during the presentation of their personal story, and listening to the interests expressed by prospective Family Partners during the onboarding process. Although an incoming Family Partner may have experience speaking in front of large groups, they may be more interested in reviewing hospital documents, or serving on a committee. As such, the program includes a range of options for family participation based on interest, time commitment and experience.
The recruitment process allows the team to have a more comprehensive understanding of a Family Partner's past experiences. Familiarity with the Family Partner's personal story allows the team to suggest roles or projects that align with her unique background. When committees interested in including the family perspective contact the Family Partners group, Family Consultants are able to use this knowledge to contact the partners who will likely be good candidates for the position. For example, a workgroup created around IV access contacted the members of the group to request a family representative. The team was able to confidently recommend a parent qualified for the position due to her daughter's inpatient experience with difficult intravenous line placement. Sharing her daughter's experience with the workgroup led to the creation of helpful strategies for staff to better partner with families. Pete is an active and involved Family Partner, whose daughter's chronic condition worsened, leading to a lengthy hospital stay. During the admission, Pete quickly realized that he needed to take a step back from the committee he was participating on because he recognized he was becoming too emotional and no longer able to communicate effectively. He approached his mentor to discuss the concern and was able to transition off of this committee until his daughter's condition improved.
While it is the responsibility of the Family Consultants to monitor the emotional impact of the commitment made by the Family Partners, the decision to leave or continue one's role within the group is a personal choice. By leaving the final decision to the Family Partner, they are allowed to use the support of the group, while still acting autonomously.
Yolanda's daughter was treated at the hospital for intractable seizures that resulted in significant developmental disabilities. At the same time, Yolanda was undergoing treatment for her own serious medical condition. The team was concerned that she was going to become overwhelmed. Yolanda insisted, however, that she wanted to and would be able to continue her work in the program. Despite the juggling of her own condition and the condition of her daughter, Yolanda continues to be one of our most active family partners working across three domains: research, safety and quality and improvement. She was grateful that the group hadn't prevented her from working when she was sick, because the work gave her a sense of purpose during a difficult time.
Summary
This paper describes the Family Partner Program infrastructure; details the processes of recruitment, onboarding, training and mentoring; and provides examples of Family Partners' contributions to promoting child-and family-centered care in a variety of healthcare system contexts. The program's partnership approach addresses many of the limitations of family advisory councils. By including Family Partners in research groups, hospital committees and other teams, parents are able to inform the planning, development and delivery of programs and research instead of being limited to providing feedback reactively.
We believe that the program is successful in preparing active and empowered patient and family contributors because of its steadfast commitment to several operating principles. The program uses the strengths, experiences and interests of the Family Partners to match them with tasks and roles that they are both capable and interested in filling. Further, the program promotes flexibility and mobility by allowing Family Partners to adjust their level of engagement as their child's health status changes, or as they gain experience and exposure to other opportunities for participation. The Family Partners Program is a work in progress, but illustrates some of the key features that we believe enhance family centeredness in health care. As this program (and others like it) evolve, research on the programs' impact on child and family health care experiences and outcomes will be essential for identifying program elements that contribute to their success. One night I decided to take her temperature thinking that maybe this was all due to an illness. When the pacifier thermometer beeped I looked down I saw that Emily had stopped breathing. I went in to panic mode, called out to my husband to call the pediatrician, and worked at getting Emily to breathe again. While he was on the phone with the doctor, she stopped breathing again, and the doctor told us to go straight to our closest ER. By the time we arrived at the ER, Emily was looking so nice and rosy that the doctors kept asking us if we were sure she stopped breathing. I called our CHOP GI doctor to ask if this was due to her GI problems. Our CHOP GI doctor collaborated with the team at the local hospital to run a series of tests. The tests showed that Emily did have a bad case of reflux that had caused her to stop breathing. In response the doctors changed her medications and sent us home with an apnea monitor.
Emily was readmitted to the hospital 10 days later with a fever. While waiting for the tests results to come in I was feeding Emily, and she started to cry in pain. I quickly called the doctor and nurse over so they could see what was going on. The nurse patted me on the back and said, "Mom, you just need to relax and your baby will take her bottle." I remember thinking that this was my third child, and I that I knew how to feed a baby. When she was released, I took her to our CHOP GI doctor's office for a visit. Our doctor sat with us, and had me feed Emily in front of her so she could see for herself what happens. She observed carefully and spoke about how Emily was slowly slipping off of the growth chart and was in danger of malnutrition.
Together we came up with a new plan for Emily. We would try to get Emily to gain weight by feeding her every hour coupled with a fat supplement in her formula.
After two weeks Emily had slipped lower on the growth chart and was only 8 pounds by three months of age. Our doctor said she thought it was time to intervene further. She discussing placing an NG tube down Emily to pump the food in to her and take the pressure off of oral feeding. I must have looked at the doctor with such horror, because she said to me, "I don't want you to think this is a punishment. This is nothing you did. This is nothing Emily did. We just have to help her get the nutrition she needs." That extra time she took to explain that to me made me feel much better about placing the tube.
Once Emily had her tube placed and the doctors made sure she was OK with the formula, it was time for us to be discharged. I was terrified. I was going home with this tube down my daughter's throat and medical equipment that I had to learn to use. The nurse came over to me and said, "We will not send you home until you are 100% comfortable with the equipment."
Unfortunately things got worse. Emily started throwing up all of her feeds; everything that went down came right back up. Our GI doctor explained to us the next step. They had a G-J tube placed surgically so the food would go directly in to her small intestine. When Emily was discharged she was doing so much better at tolerating her feeds.
At our check-up I remember our doctor being so excited to see the little fat rolls that Emily was finally getting on her legs. I admitted to the doctor that I was happy with her improvement, but also sad over the way our family life had changed. Her feeding pump made it difficult to go anywhere. Understanding the healthcare needs of Emily and my other children, our doctor thought carefully about a new plan. Together we found a research medicine that Emily was able to go on, and I am happy to say that she is now a happy five-year-old who eats all of her meals by mouth."
Lessons learned: "Our concerns were real, and acknowledged as such by our doctor. Our doctor approached each bump in the road carefully and included us in each decision being made. Our doctor was not content in finding a treatment that worked. She wanted a treatment that worked for our family."
